
General

Title
Epilepsy: percentage of all visits for patients with a diagnosis of epilepsy with seizure type and epilepsy
etiology or syndrome documented OR testing ordered to determine etiology of epilepsy, seizure type, or
epilepsy syndrome.

Source(s)

American Academy of Neurology. Epilepsy update: quality measurement set. St. Paul (MN): American
Academy of Neurology (AAN); 2014. 83 p.

Measure Domain

Primary Measure Domain
Clinical Quality Measures: Process

Secondary Measure Domain
Does not apply to this measure

Brief Abstract

Description
This measure is used to assess the percentage of all visits for patients with a diagnosis of epilepsy with
seizure type and epilepsy etiology or syndrome documented OR testing ordered to determine etiology of
epilepsy, seizure type, or epilepsy syndrome.

Rationale
Knowing why a patient has epilepsy can have a profound impact on medical or surgical management,
prognosis, and outcomes. To get to a proper etiologic or syndrome diagnosis, the physician must combine
clinical features of the case with electroencephalographic findings, neuroimaging results, specific
laboratory studies such as genetic testing, cerebrospinal fluid analysis, tissue biopsy and a search for
other systemic disorders (Berg et al., 2010). Frequent data collection on seizure type, etiology, and
syndrome classification is necessary for early identification and proper treatment for those with epilepsy



(England et al., 2012). Providing etiology to patients would address known economic disparities, and may
decrease healthcare resource use as individuals who would otherwise present in emergency settings
would have increased understanding of their epilepsy diagnosis (Meyer et al., 2012). Early detection of
etiology would confirm treatment options and subsequently improve seizure freedom rates (Cusmai et al.,
2011; Verbeek et al., 2011).

The following clinical recommendation statements are quoted verbatim from the referenced clinical
guidelines and represent the evidence base for the measure:

Epileptic seizures and epilepsy syndromes in children, young people and adults should be classified
using a multi-axial diagnostic scheme. The axes that should be considered are: description of seizure
(ictal phenomenology); seizure type; syndrome and aetiology (National Institute for Health and
Clinical Excellence [NICE], 2012).
The seizure type(s) and epilepsy syndrome, aetiology, and comorbidity should be determined,
because failure to classify the epilepsy syndrome correctly can lead to inappropriate treatment and
persistence of seizures (NICE, 2012).
When possible, choose which antiepileptic drug (AED) to offer on the basis of the presenting
epilepsy syndrome. If the epilepsy syndrome is not clear at presentation, base the decision on the
presenting seizure type(s). Recommendation was based on Guideline Development Group (GDG)
consensus (NICE, 2012).
The AED treatment strategy should be individualised according to the seizure type, epilepsy
syndrome, co-medication and co-morbidity, the child, young person or adult's lifestyle, and the
preferences of the person and their family and/or carers as appropriate (see Appendix E in the
original guideline document) (NICE, 2012).
If a patient is thought to have a diagnosis of epilepsy then the diagnosis should include a best
estimation of seizure types (Pugh et al., 2007).

Opportunity for Improvement

There is a gap in known seizure etiology (W icks & Fountain, 2012; Wasade et al., 2012; Fitzsimons et al.,
2013). It is important for the epilepsy care provider to always document and address gaps in etiology or
syndrome classification as treatment can be tailored appropriately thus decreasing potential
complications from seizures (Cusmai et al., 2011; Verbeek et al., 2011; Hesdorffer & Begley, 2013). For
example, after implementation of an epilepsy quality measure checklist in an epilepsy clinic without any
other intervention, documentation of etiology increased from 66.3% to 87.5%, illustrating that the
measure has the intended consequence of increasing compliance just by tracking it (Cisneros-Franco et
al., 2013).
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Primary Health Components
Epilepsy; seizure type; epilepsy etiology; epilepsy syndrome

Denominator Description
All visits for patients with a diagnosis of epilepsy (see the related "Denominator Inclusions/Exclusions"
field)

Numerator Description
Patient visits with seizure type and epilepsy etiology or syndrome documented OR where testing was
ordered to determine epilepsy etiology, seizure type, or epilepsy syndrome (see the related "Numerator
Inclusions/Exclusions" field)
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Type of Evidence Supporting the Criterion of Quality for the Measure
A clinical practice guideline or other peer-reviewed synthesis of the clinical research evidence

A formal consensus procedure, involving experts in relevant clinical, methodological, public health and
organizational sciences

One or more research studies published in a National Library of Medicine (NLM) indexed, peer-reviewed
journal

Additional Information Supporting Need for the Measure
Importance of Topic

Epilepsy data is lacking. In 2012, the Institute of Medicine released Epilepsy across the Spectrum:
Promoting Health and Understanding, detailing epilepsy research disparities and highlighting specific
areas where further research is needed, including the extent of epilepsy, consequences, comorbid
conditions and outcomes of epilepsy (England et al., 2012). The following statistics only touch on the
magnitude of epilepsy given lack of research and stigma:

It is estimated 2.2 million people in the United States are diagnosed with epilepsy, and 150,000 new
cases of epilepsy are diagnosed in the United States annually (England et al., 2012).
Epilepsy prevalence might be underestimated because of underreporting associated with
repercussions and stigma in disclosing epilepsy (Kobau et al., 2012).
Common comorbidities among people with epilepsy include somatic (i.e., fractures, asthma,
diabetes, and heart disease), neurological (i.e., stroke, Alzheimer's disease, autism spectrum
disorders, chronic pain), and mental health conditions (i.e., mood disorders, attention deficit
hyperactivity disorders, anxiety disorders, suicidality) (England et al., 2012; Kobau et al., 2008).
It is estimated the number of people with epilepsy who die of sudden unexpected death in epilepsy
(SUDEP) range from 1 of every 10,000 who are newly diagnosed to 9 of every 1,000 candidates for
epilepsy surgery (England et al., 2012).
People with epilepsy are more likely to be unemployed or unable to work, have low annual household
incomes, be obese and physically inactive, and to smoke (England et al., 2012; Kobau et al., 2008).
People with epilepsy have poorer overall health status, impaired intellectual and physical
functioning, a greater risk for accidents and injuries, and negative side effects from seizure
medications (Fountain et al., 2011; England et al., 2012; Kobau et al., 2008).
It is estimated the annual direct medical cost of epilepsy in the United States is $9.6 billion. This
estimate does not include community service costs or indirect costs from losses in quality of life and
productivity (England et al., 2012).

Opportunities for Improvement

Additional data on opportunities for improvement and gaps in care specific to the epilepsy measures can
be located in the updated epilepsy measures.

A review of 261 patient responses using the PatientsLikeMe survey system indicated a gap remains
between recommended care detailed in the 2009 epilepsy measurement set and the care delivered to
patients with epilepsy (W icks & Fountain, 2012).
The Institute of Medicine noted several gaps in care and opportunities for improvement, including 1)
timely referrals and access to treatments, 2) epilepsy care and prevention, 3) education of persons
with epilepsy and their families, and 4) the stigma of epilepsy (England et al., 2012).
Surgery continues to be heavily underutilized as a treatment for epilepsy, with significant disparities
by race and insurance coverage (Englot et al., 2012).
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Extent of Measure Testing
The new epilepsy measures are being made available without any prior testing. The American Academy of
Neurology encourages testing of this measurement set for feasibility and reliability by organizations or
individuals positioned to do so.

Evidence for Extent of Measure Testing
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State of Use of the Measure

State of Use
Current routine use

Current Use
not defined yet
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Application of the Measure in its Current Use

Measurement Setting
Ambulatory/Office-based Care

Hospital Outpatient

Professionals Involved in Delivery of Health Services
not defined yet

Least Aggregated Level of Services Delivery Addressed
Individual Clinicians or Public Health Professionals

Statement of Acceptable Minimum Sample Size
Does not apply to this measure

Target Population Age
Unspecified

Target Population Gender
Either male or female

National Strategy for Quality Improvement in Health
Care

National Quality Strategy Aim
Better Care

National Quality Strategy Priority
Prevention and Treatment of Leading Causes of Mortality

Institute of Medicine (IOM) National Health Care Quality
Report Categories

IOM Care Need
Living with Illness



IOM Domain
Effectiveness

Data Collection for the Measure

Case Finding Period
Unspecified

Denominator Sampling Frame
Patients associated with provider

Denominator (Index) Event or Characteristic
Clinical Condition

Encounter

Denominator Time Window
not defined yet

Denominator Inclusions/Exclusions
Inclusions
All visits for patients with a diagnosis of epilepsy

Note: Refer to the original measure documentation for International Classification of Diseases, Ninth Revision (ICD-9), International
Classification of Diseases, Tenth Revision (ICD-10), and Current Procedural Terminology (CPT) Evaluation and Management (E/M) service
codes.

Exclusions
Unspecified

Exceptions

Patient has completed all appropriate testing and the etiology of epilepsy or epilepsy has been
documented as unknown.
Patient has a contraindication to undergoing any testing.
Patient undergoing testing with results pending at time of visit.
Patient or caregiver declines to answer questions or undergo any testing.

Exclusions/Exceptions
not defined yet

Numerator Inclusions/Exclusions
Inclusions
Patient visits with seizure type and epilepsy etiology or syndrome documented OR where testing* was



ordered to determine epilepsy etiology, seizure type, or epilepsy syndrome

*Testing: May include, but is not limited to electroencephalogram (EEG), video EEG, magnetic resonance imaging (MRI), laboratory testing
or genetic testing.

Exclusions
Unspecified

Numerator Search Strategy
Fixed time period or point in time

Data Source
Administrative clinical data

Electronic health/medical record

Type of Health State
Does not apply to this measure

Instruments Used and/or Associated with the Measure
Unspecified

Computation of the Measure

Measure Specifies Disaggregation
Does not apply to this measure

Scoring
Rate/Proportion

Interpretation of Score
Desired value is a higher score

Allowance for Patient or Population Factors
not defined yet

Standard of Comparison
not defined yet
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reliability and/or validity of the quality measures and related materials represented on this site.
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Readers with questions regarding measure content are directed to contact the measure developer.
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